Living with Hypoglycemia
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OBJECTIVE: To increase understanding of the everyday expe-
riences of hypoglycemia for patients with type 1 diabetes
through the use of a narrative research approach.

SETTING: Center for diabetes treatment and research.

DESIGN: Cross-sectional assessment using a narrative re-
search approach.

PATIENTS/PARTICIPANTS: Twenty outpatients (aged 21-30
years) diagnosed with type 1 diabetes for at least 10 years.

MEASUREMENTS AND MAIN RESULTS: Experiences of hypogly-
cemia were investigated during in-depth, semistructured in-
terviews that were tape-recorded, transcribed, and analyzed
to identify common themes. Self-report measures of depres-
sion (Revised Hamilton Rating Scale for Depression) and anx-
iety (State-Trait Anxiety Inventory) also were administered.
Subjects reported the following common themes: interper-
sonal conflict including fears of dependency and loss of con-
trol and problems addressing concerns about hypoglycemia
with significant others; difficulty making sense of their hy-
poglycemic behaviors in relation to their usual ways of func-
tioning; and perceived lack of understanding by others,
including physicians, about the emotional experiences of hy-
poglycemia. Subjects were neither clinically depressed nor
anxious.

CONCLUSIONS: These findings suggest that type 1 diabetes
patients’ experiences of hypoglycemia negatively affect their
interpersonal relationships and views of themselves. Hypogly-
cemia also was described as an extremely private experience
that was rarely discussed with others. Patient education and
professional support in the treatment of hypoglycemia are
recommended to enhance treatment decision making for pa-
tients with type 1 diabetes.
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ypoglycemia is the most frequent side effect of insu-

lin treatment and thus is a fact of life for people with
type 1 diabetes. It causes both autonomic symptoms (ner-
vousness, sweating, and hunger) and neuroglycopenic
symptoms (confusion, weakness, and less frequently sei-
zure or coma) and can lead to death. As treatment for dia-
betes moves toward the goal of maintaining blood glucose
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levels as close to the normal range as possible to delay
microvascular complications,! there is an increased num-
ber of patients who are in a state of hypoglycemic un-
awareness and who experience severe hypoglycemia.?3 Al-
though hypoglycemic symptoms have been studied in the
laboratory with the use of the insulin infusion clamp,*” and
in quantitative studies using self-report questionnaires,!!
personal accounts of patients’ hypoglycemic experiences
have not been reported.

Primary care medicine is increasingly utilizing a con-
ceptual model that centers on the patient’s experience as
the salient feature of clinical care.!'>"'4 Unless we can
more attentively focus on a “thick description”!® of hy-
poglycemia in which the details of the experience are re-
counted in the patient’s own words, we cannot under-
stand the actual and ordinary ways hypoglycemia affects
the lives of patients with type 1 diabetes. Because of the
centrality of hypoglycemia in the treatment of type 1 dia-
betes,'617 better understanding of the patient’s experi-
ence may enhance clinical decision making on the part of
the physician.!4

One method of gaining better understanding of the
everyday experience of hypoglycemia is through qualita-
tive research using narrative analysis. This approach is
used in medical anthropology and sociology to explore pa-
tients’ experiences of illness through the stories they tell
and the meanings they attach to their experiences.!8-30
Over the past 10 years, narrative research on chronic ill-
ness has increased markedly because “it is able to repre-
sent and reflect illness experiences in daily life.”!8

A major goal of illness narratives is to learn more
about the experience of an illness from the “insider” per-
spective.3! This perspective focuses on the subjective ex-
perience of living with an illness. In the present study, we
explored such views of hypoglycemia.

The specific aims of this study were twofold: to allow
20 patients with type 1 diabetes to tell their experiences
of hypoglycemia and the ways these experiences affect
their everyday lives; and to increase health care profes-
sionals’ awareness, sensitivity, and responsiveness to the
hypoglycemic concerns of their patients.

METHODS

We studied 20 patients with type 1 diabetes whose
names were selected from a computer-generated list of
Joslin Diabetes Center patients aged 21 to 30 years. Pa-
tients were selected if they met the following criteria: type
1 diabetes for at least 10 years but no more than 18
years; no proliferative retinopathy, symptomatic neuropa-
thy, nephropathy, or any other serious diabetic complica-
tion; no diagnosis of psychotic disorder; and no other se-
rious major illness. These criteria were designed to select

799



800 Ritholz and Jacobson, Living with Hypoglycemia JGIM

young adult patients who had type 1 diabetes for a suffi-
cient number of years that they would have long-term ex-
perience with hypoglycemia. They also would not have
had type 1 diabetes so many years that the lack of dia-
betic complications was out of the norm. Patients with di-
abetic complications and other serious medical or psychi-
atric illnesses were excluded so that these conditions
would not color the patients’ perceptions of their hypogly-
cemic experiences.

Potential subjects were mailed letters explaining the
study. One week after receiving the letter, subjects were
telephoned and asked about their willingness to partici-
pate in the study. Forty-nine letters were sent in order to
obtain the 20 subjects used in the study.

Subjects met with the first author in an office at the
Center. Data were collected using in-depth interviews that
were tape-recorded and transcribed. Interviews lasted from
60 to 90 minutes. The in-depth interview included semi-
structured and demographic questions in which the term
low blood sugar reaction often was used instead of hy-
poglycemia because of its greater familiarity to patients.
Interview questions were constructed so that patients would
give detailed descriptions of specific incidents of hypogly-
cemia in their everyday lives and their thoughts and feel-
ings about these experiences. Whenever possible, patients
were encouraged “to tell a story.” In fact, in introductory
letters, telephone calls, and at the start of the interview,
patients were told that the interviewer wanted to hear
their “stories of hypoglycemia.”

Valid and reliable self-report scales, the Revised Ham-
ilton Rating Scale for Depression (RHRSD)3? and the State-
Trait Anxiety Inventory (STAI),33 were administered to ob-
tain further information on the psychological functioning
of the subjects.

Using standard qualitative methods,343¢ interview
transcripts were analyzed by marking key words and
phrases to identify the most prevalent themes or topics of
relevance to the subjects. Themes were derived if they
were present in at least 8 (40%) of the 20 interviews. Fur-
thermore, subjects were compared by Fisher’s Exact Tests
for the presence or absence of depression and anxiety and
the presence or absence of the predominant themes.

RESULTS
Sample Characteristics

The characteristics of the subject sample and results
of psychological assessments through standardized mea-
sures are presented in Table 1. Subjects were highly edu-
cated. Seven of the 10 women held professional jobs, of
which 5 were in the human services: nurse, social worker,
dietitian, physical therapist, and teacher. Five of the 10
men had completed college. The men’s jobs included 2
construction workers, 2 computer workers, 1 draftsman,
and 1 salesman. Only one man was getting a graduate de-
gree, and another man worked in emergency medical

care. Group mean scores on the RHRSD and STAI (see Ta-
ble 1) indicated subjects were not in the depressed and
anxious ranges. However, the scores of six subjects (four
men and two women) were in the minor depression range,
and two other women reported taking antidepressant med-
ications. In addition, three subjects (two of the six subjects
in minor depression on RHRSD) scored on the STAI above
70th percentile rank for trait anxiety, and two subjects (the
same women taking antidepressant medications) scored
above the 70th percentile rank on state anxiety.

Thematic Analysis

Through subjects’ personal accounts of hypoglyce-
mia, the following common themes were identified: inter-
personal conflict; discrepant views of the self; a private ex-
perience; and doctors’ understanding. Within these overall
themes, specific concerns were expressed about auton-
omy, control, identify, shame, and isolation.

No significant statistical differences were found in the
presence or absence of any of the four identified themes
between depressed subjects (RHRSD scores of minor de-
pression or taking antidepressant medication) and nonde-
pressed subjects. Too few subjects scored in the patholog-
ical anxiety range to make statistical comparisons by
themes and presence of anxiety.

Table 1. Sample Characteristics

Characteristic Men Women
Number (%) 10 (50) 10 (50)
Mean age, years 24.3 25.9
Completed college, % 50 90
Mean age at diagnosis, years 10.1 12.9
Mean duration of diabetes,

years 14.8 13.0
Married or living with

significant other, % 30 30
Mean hemoglobin A, ¢, % (SD)*

[4.0-6.0 normal range] 9.3 (1.3) 8.4 (0.9)
Report no warning signs for

hypoglycemia, % 40 40
Report loss of consciousness

from hypoglycemia, % 40 30
Report seizures from

hypoglycemia, % 20 10
Depression, RHRSD mean

score (SD)* 9.1 (3.7) 6.4 (3.8)F
Anxiety, STAI*

State score, mean (SD) 28.6 (6.2) 31.1(7.7)

Trait score, mean (SD) 32.4 (8.9) 32.7 (7.9)

*RHRSD indicates Revised Hamilton Rating Scale for Depression.
Scores of <10 indicate not depressed; 11-16, minor depression;
17-25, major depression; and >25, severe depression.

Two female subjects were taking antidepressant medications.
#STAI indicates State-Trait Anxiety Inventory. On the STAI, the
mean (SDs) for nonpatient, working adults aged 13-19 years are:
state—anxiety for men = 36.5 (10.22), women = 36.2 (10.96); trait-
anxiety for men = 35.6 (9.76), women = 36.2 (9.53).



JGIM Volume 13, December 1998 801

Interpersonal Conflict. Ten subjects described situations
in which they had difficulty accepting help from another
person during a hypoglycemic episode. This situation was
complicated by argumentative and sometimes hostile be-
haviors toward others, which were reported as occurring
when blood sugar levels were too low. The following inter-
personal story of a low blood sugar reaction was told by a
25-year-old woman:

My boyfriend has had to deal with several [hypoglycemic
episodes] recently. And initially, it was very tough on
him.... I'd be upset that he recognized that I was low and
I didn’t, and that he was in control. And all sorts of is-
sues that are tenuous in our relationship would start to
come up. And I'd be very mean to him and shun him and
tell him to just go away. Let me deal with it on my own.
He’d feel incredibly hurt. And then I'd reject treatment
Jrom him, and he’d feel likke I was calling our whole rela-
tionship off. And then once the sugar kicked in 20 min-
utes later, I was all happy and excited and cheery, and
he couldn’t understand it, and he’d say, “Wait, 20 min-
utes ago you were telling me to go. What is this?” He’'d
be very hurt. And so there’d be a big long discussion.

INTERVIEWER: What would you tell him?

That I wasn’t really myself when I was doing that. That I
was being defensive. And that it wasn’t his fault. And
that in a sense I didn’t mean what I said. And that’s very
hard to take on his part, you know, to not believe that I
didn’t really mean what I was saying, and to accept that
I can still love him but not want him to take care of me on
the blood sugar side. So he’s exchanged anecdotes with
my mother, and I guess that’s helped him.

As the above example demonstrates, interpersonal
conflicts often arose when another person recognized the
effects of hypoglycemia. When blood sugar levels fell too
low, the subject was not able to recognize his/her own
neuroglycopenic symptoms such as slurred speech, slowed
thinking, or difficulty finding words, and therefore was of-
ten dependent on others to recognize the hypoglycemia.
This situation sometimes led to resentment and conflict.
In another example, a 23-year-old college-educated man
described his difficulty when other people tried to assist him
with his hypoglycemia in this way: “I get annoyed when peo-
ple think they know more about me than I do.”

Subjects’ descriptions illustrated a clear tension be-
tween needing someone else’s help when in a low blood
sugar reaction and the fear of being dependent or out of
control. This was particularly an issue for patients with
severe hypoglycemia, which is defined by requiring the
assistance of another person in its treatment.! Moreover,
it is important that diabetes requires meticulous self-care
on a daily basis and self-sufficiency is encouraged by
medical providers. Therefore, the need to have another’s
assistance in the treatment of hypoglycemia conflicts with
this expectation of self-sufficiency.

Twelve subjects expressed their concerns about hav-
ing family members or significant others witness, attempt
to treat, and worry about their hypoglycemia. At times,
guilt and a sense of overwhelming responsibility were re-

ported as experienced by both subjects and their signifi-
cant others. For example, a 24-year-old married woman
stated her worst worry about her husband’s reaction to
her hypoglycemia as follows, “Maybe if I slipped too far,
and I didn’t wake up again, what would it do to him?” An-
other young man stated his concern for his mother in this
way:

My mom gets anxious subtly. When I come out of it, I can
tell that my mom sort of panicked. It kind of makes you
feel bad that it happened. Not that I could have helped it.
It’s a funny kind of concerned feeling, and you don't like
to see anybody like that. I know my mom is a strong per-
son, but still her nerves can only take so much.

Attribution of responsibility in the prevention of hy-
poglycemia was presented as a complicated issue. At
times subjects expressed feeling helpless to prevent hy-
poglycemia, while at other times they feel guilty, fearful,
and self-blaming for not having prevented it. For example,
a 27-year-old married woman described a mixture of im-
patience and concern in her husband’s feelings with re-
gard to her low blood sugar level when she said:

I think it aggravates him a lot. My husband is very pro-
tective of me. He’ll do little things like calling and checlc-
ing during the day to malke sure I'm alright. . . . So he’s
protective of me on the one hand, and on the other hand
it aggravates him to no end whenever I have a reaction.
He’s like, “Okay, what happened this time? Let’s get this
straightened out. We don’t want this to keep happening.”
I think it worries him. I think it scares him each time it
happens. . . . I feel guilty. I feel lilkke I've disappointed him.
I should have been trying harder or something like that.

Discrepant Views of the Self. Behaviors that occur as a
result of hypoglycemia were often difficult to reconcile
with subjects’ everyday sense of self. Eight subjects re-
ported feeling disconcerted and embarrassed by hypogly-
cemic behaviors they saw as alien to their sense of self.
There was a discrepancy between their sense of self as a
socialized, polite person and the more irritable and hostile
self they became when hypoglycemic. There also was a
discrepancy between their sense of self as a competent,
intelligent, and aware person and their inability to focus,
remember, or think clearly when hypoglycemic. During
her interview, a lawyer stated,

You could be talking perfectly rationally with someone
like I am now with you, and 2 minutes later I'm babbling
like an idiot. And I don’t know what’s going on. That’s
very difficult to deal with and live with, especially when
you're in social contacts or being an attorney, being in a
courtroom or a deposition.

Another well-educated young woman talked about
her embarrassment and confusion with regard to hy-
poglycemia in this way, “I think one thing that sort of
bothers me about it is just how stupid I can feel, and it's
like losing a major part of your person.”

Subjects did not want other people to misinterpret
their hypoglycemic behaviors as who they really were.
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They feared that others might perceive them as less capa-
ble and more impaired than they saw themselves or
wanted to be seen. For example, a 29-year-old woman de-
scribed her worst fear of what could happen during hy-
poglycemia as,

being misunderstood for who I am or why I'm reacting
the way I am. . . . Not so much my personality or any-
thing to do with my attitude, but just my ability to do the
Job and handle pressure and to be present and to really
be there. I don’t want the low blood sugars or the diabe-
tes to be seen as a disability.

A Private Experience. All subjects in this study perceived
the experience of hypoglycemia as not understandable to
people unless they had diabetes or hypoglycemia from
other causes. They also reported that it was hard to find a
way to describe their experiences, and that they rarely
talked about hypoglycemia with anyone. One 25-year-old
woman stated, “I'll just not discuss it. Like, why bring it
up? It’s too intimate a part of myself.” Hypoglycemia there-
fore was kept to oneself, rarely discussed, and often even
ignored as a major difficulty in the treatment of type 1
diabetes.

Some subjects stated that the autonomic signs of hy-
poglycemia were easier for others to understand than the
psychological symptoms, which they felt were unique. A
23-year-old man reported: “You can’t relate to a person
what it feels like, just the inner feeling. You know they see
the shakes, the sweating. I think they can relate to that. I
don't think they can relate to the inner feeling.” Without a
common point of reference, subjects questioned whether
empathy or understanding could develop. For example,
one female subject stated the following:

It’s just like there are things that people, unless they’ve
experienced them, can’t really understand. They can’t
sympathize. They can’t empathize. . . . I mean most peo-
ple can understand the concept of lips tingling or feeling
shalky or having a headache or not being able to concen-
trate . . . but then also to know that with those things
comes a loss of control and its symptoms and the mind
Jrame and that makes a low blood sugar. That is what I
think people, unless they’ve experienced it, can’t under-
stand.

Subjects expressed feelings that it also was difficult
to communicate about hypoglycemia. Language was seen
as falling short of being able to capture the experience of
hypoglycemia. For example, one 25-year-old man stated,

I can’t think of the words to really describe the pressure
behind my eyes. So that’s the best I come up with, but
it’s not really what it is. And the shaky knees isn’t really
shalky knees in any way at all. It's kind of a . . . . I can’t,
I can’t find the words.

Another young man said, “It's just that weakness
feeling. . . . I just think it’s too difficult to tell them, to put
into words, just exactly how that feels.” Through the sto-
ries subjects told, the loss of control and helplessness of
hypoglycemia were made comprehensible, given language

and form. The following narrative is an example of a “most
remembered low blood sugar reaction”:

I was away with a friend down on the Cape, and golfed
all morning—my friend and I and his father. I had a
splitting headache before the end of the day. Played 18
holes. I came down with this headache. We went back
to the house. They were going to play tennis, and I said,
“No, I'm just going to lie down and take a nap.” I lay
down. I don’t know what the time frame was, but I just
wolke up sweaty and feeling wealk, dizzy, not dizzy. I re-
member I got up. The mattress was on the ground. It
didn’t have a box spring. I got up, and boom I fell right
back down. I was awake and I didn’t pass out, but my
body just seemed to go limp. I remember I couldn’t put
my arms in front of me. I just banged my head off the
floor. . . . That's what I'll always remember. I was just
banging my head because I couldn’t stop myself. My mind
Just didn’t tell me to put my hands up or something.

In the above narrative, hypoglycemia progressed from
autonomic signs to confusion, and then to the subject’s
inability to protect himself. Through the ordinary details
of this young man’s story—i.e., the mattress on the
ground with no box spring; his falling down; his not being
able to put his arms up to stop himself from banging his
head on the floor—he presented his helplessness and lack
of control. The lack of connection between his thought
and his behaviors was most disconcerting to him.

Doctors’ Understanding. Nine subjects described the phy-
sicians who treat their diabetes as not inquiring about or
understanding their subjective experiences of hypoglyce-
mia. Their doctors were perceived as not asking about
their emotional responses to hypoglycemic experiences or
the ways hypoglycemia affected their feelings about them-
selves, their family relationships, or their work experi-
ences. During his interview, one young man said, “I've
never talked about it this way. It's the most I've ever
talked about it in my life.”

Subjects further described their physicians as almost
solely concerned with the concrete details, the biomedical
elements of hypoglycemia, i.e., what led up to it, how of-
ten it occurred, and what was done to treat it. A 23-year-
old man talked about his encounter with his physician in
this way, “I can’t recall discussing a low blood sugar with
him. I think he understands the results. The other part of
it, I can’t imagine he would know.” Another 24-year-old
man described his experiences of hypoglycemia with phy-
sicians as “number crunching.” This was not said in a
critical way, but rather “that’s normally more what I go to
him for help with, controlling it.” He later added, “I guess
I don’'t go to him for that [emotional/personal] kind of
understanding.”

Subjects seemed to accept their doctor’s lack of in-
quiry into and understanding of their emotional experi-
ences of hypoglycemia as what they expected from medi-
cal treatment. One young man stated that he “never really
thought about” discussing his feelings with his physician,
and another said, “I don’t really tell my doctor much
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about my feelings.” Subjects did not expect to be asked
about and did not voluntarily share their hypoglycemic
experiences.

DISCUSSION

The primary aim of this study was to allow 20 young
adults with type 1 diabetes to tell their stories of living with
hypoglycemia so that physicians and other health care pro-
fessionals could better understand their everyday experi-
ence. Through these personal accounts, common themes
and concerns were identified. Hypoglycemia was described
as creating conflicts in interpersonal relationships and
negatively influencing subjects’ feelings of autonomy, com-
petence, control, and sense of themselves. Hypoglycemia
was also described as an extremely private experience that
was not openly inquired about or discussed.

Through the use of narratives in this study, we heard
and understood more about the subjective experiences of
hypoglycemia. Bruner described how narratives allow for
easier entry and easier identification with content than ex-
pository writing because the “story, in a word, is a vicari-
ous experience.”” From these stories with their “little
epiphanies of ordinariness,”38 we were allowed a close look
into the feelings of helplessness and loss of control experi-
enced by persons with hypoglycemia. Subjects stated that
they rarely talked about their hypoglycemia to others, and
through these personal accounts, they shared their experi-
ences with the interviewer and the readers of this report.

There are several limitations to this study. First, the
patients studied were middle-class, highly educated, and
white. Second, the sample size was small, and the sub-
jects’ willingness to participate in the study may reflect a
bias in their views of hypoglycemia and its effects on their
everyday lives. These factors may limit the generalizability
of the findings. Third, all of the interviews were conducted
by one interviewer, and although there was a semistruc-
tured protocol, there can be observer bias in pursuing cer-
tain questions. Fourth, the themes were derived through
qualitative analysis, and the reliability of the themes was
not assessed. Finally, a cross-sectional approach that
uses one interview at a single point in time is limited and
may not necessarily apply across different points in time.

Preventing hypoglycemia is not an easy matter. Be-
cause of the imperfections of current insulin replacement
regimens, absolute or relative insulin excess must occur
from time to time in patients with type 1 diabetes.!” From
the results of the Diabetes Control and Complications Trial
(DCCT),! both health care professionals and patients with
diabetes are motivated to find a balance between minimiz-
ing the risks of hypoglycemia and maintaining good glyce-
mic control. This attempt to balance intense medical con-
trol and less stressful daily living is not new to the medical
management of diabetes. In his historical account of diabe-
tes treatment, Feudtner demonstrated, through the medi-
cal records and personal letters of one of Elliott Joslin’s pa-
tients, the ever-present conflict between the physician’s

“want for control” of diabetes and its complications and the
patient’s struggle to live normally and to understand his
sense of self in relation to his disease.3? These same strug-
gles were revealed through the personal accounts of the
subjects in this study. Feudtner noted how Joslin’s beliefs
and practices of tight control were validated from the re-
sults of the DCCT, but despite these results, the questions
of how far to pursue control and at what personal conse-
quence to patients’ lives remain open.

If intensive treatment lessens the possibilities of
blindness, kidney disease, and neuropathies, but also in-
creases the incidence of severe hypoglycemia and hy-
poglycemic unawareness, then physicians and nurses
must support their patients in the effective management
of hypoglycemia. It is important to emphasize that the
DCCT incorporated extensive patient education and pro-
fessional support.4? Patients need to be taught about hy-
poglycemia; decisions about tightening glycemic control
need to be evaluated in light of patients’ understanding
and ability to manage hypoglycemic experiences in the
context of their daily lives.

Blood Glucose Awareness Training is a psychoeduca-
tional program that helps patients identify their blood
glucose symptoms more accurately and treat these symp-
toms more effectively.4! It teaches patients to differentiate
between their autonomic and neuroglycopenic symptoms
and how to use their neuroglycopenic symptoms as keys
to recognizing hypoglycemia and to help compensate for
hypoglycemic unawareness. Although this training does
not explicitly provide patients with a platform to express
their feelings about hypoglycemia, it is one method for
making hypoglycemia a clear target of professional-
patient interchange. Diabetes empowerment programs
also address the psychosocial aspects of living with diabe-
tes as an integral part of patient care and education.4?
This approach enhances patients’ ability to develop realis-
tic self-care goals, use problem-solving skills to achieve
these goals, identify and obtain appropriate social sup-
port, and manage the stress of diabetes.

In the treatment of diabetes, there is an increasing
emphasis on teaching physicians to ask their patients
questions that are “designed to identify important areas of
personal concern.”* Professional support in the manage-
ment of hypoglycemia can include doctors and nurses in-
quiring more about the hypoglycemic difficulties patients
face in their families, social life, and at work. Through
this inquiry patients may feel less isolated in living with
hypoglycemia, and this mutual understanding may influ-
ence patient—clinician therapeutic decisions.

Funded by Behavioral and Mental Health Research Depart-
ment Funding, Joslin Diabetes Center.
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